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• Dysphagia occurs in more than 80% of people 
living with MND as the disease progresses. 1,2

• Respiratory muscle weakness eventually 
affects most people with MND with 
ventilatory failure being the most common 
cause of death.3

• 2017 MND patient suffered a near death due 
to intra-procedural respiratory arrest during 
gastrostomy insertion at FHN



Explor ing c l in ica l  exper ience/pract ice

2013 MND International 
Symposium – Oxford 
MND Care Centre 

presented traffic light 
approach to assessing 

respiratory risk to guide 
decision making

The Grampian 
Collaborative Pathway 
2015/16– traffic light 

system that risk 
stratifies MND 

patients

Cambridge team 
adopted nasal 

unsedated seated PEG 
technique for patients 

with respiratory 
compromise. Published 

data 2017 



Evidence

30 day mortality rate 
independent of 
gastrostomy method
PEG, PEG, RIG as safe as 
each other 

↑ 30 day mortality risk 
& ↓ mean survival if 
>10% weight loss at 
insertion
Threshold to 
recommend 
gastrostomy 5% 
weight loss

ProGAS 
2015 (4) Discuss gastrostomy at 

an early stage & at 
regular intervals
Explain benefits of early 
& risk of late placement

Respiratory function 
tests at diagnosis & then 
every 2-3 months
- Sp02
- FVC
-SNIP
- Arterial or capillary 
blood gases

MND Nice 
Guidelines 

2016 (5)



2017/18 - Retrospect ive  rev iew of  
outcomes o f  pat ients  wi th  MND 

undergo ing  gastrostomy inser t ion at  JCUH

• 2 year case series – 35 patients identified (Jan 2016-Nov 2017).

• Respiratory complications 5/35 (14%) cases 
 1 respiratory arrest
 2 desaturated – unsafe to proceed
 2 desaturated but still possible to place gastrostomy

• 14% were using NIV prior to procedure with no specific peri-
procedural plan.

• Mortality 
 At 7 days 0%
 At 30 days 9 % (2 pts with pneumonia, 1 pt with urinary sepsis)











Resu l t s  - Ret rospec t i ve  rev iew o f  a l l  pa t i en t s  
(MND)undergo ing  gas t ros tomy  compar ing  outcomes  

pre  and  pos t  pa thway  imp lementa t ion



Fur ther resources

• https://www.rcnevents.tv/
Annual Stephen Hawking Lecture November 2020 –

Respiratory Care in MND patients by Dr Ronan 
Astin – Consultant in Adult Ventilation Medicine 
UCLH

• http://mytube.mymnd.org.uk/

• https://mybreathing.mymnd.org.uk/

• https://www.mndassociation.org/professionals/publicatio
ns/

• https://www.mndassociation.org/support-and-
information/information-resources/information-for-
people-with-or-affected-by-mnd/
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